
Welcome to the 3rd edition of our newsletter. We aim to 
publish every 6 months, in January and July. This coincides 
with the two main haematology congresses – the American 
ASH in December and the European EHA in June - so we 
can bring you the latest updates on research and  clinical 
progress for MDS.

Our patient survey “Assessment for Support” is well under 
way. The information collected is essential in understanding 
the quality of life of those affected by MDS, for assessing 
areas of need and what issues need to be highlighted. 

Our local groups are increasing. See our feature in this 
Newsletter. We need patient or family members to act as 
co-organisers with help from hospital staff to make these 
truly patient-led. We offer full financial support and will help 
set up the groups.

We aim to get MDS fully recognised as a form of blood 
cancer. This will help with issues regarding travel and life 
insurance, as well as access to treatment and benefits.
 
October 25th was the first MDS World Awareness Day. A photo 
exhibition was displayed at King’s College Hospital. These 
photos of MDS patients can be shown in other hospitals and 
galleries. Contact us if you know of a suitable place.

Please do get in touch about any aspects of our work – we 
welcome all contributions and queries. Sadly our research 
assistant has recently left and we hope to re-appoint 
soon. Being short-staffed we apologise if we are unable to 
respond to you as quickly as usual.

 Rodney Taylor Sophie Wintrich
 Chairman Chief Executive
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Welcome
We aim to keep you up-to-date on latest developments in 
research and treatments, as well as providing practical support 
in managing the physical and emotional effects of MDS.

In this issue we feature managing fatigue, stem cell 
transplantation and coping with the emotional aspects 
of MDS as well as updates from two key haematology 
congresses. We celebrate your fundraising successes and 
update you on our patient survey, telephone helpline and 
regional MDS UK Support groups.

Next issue we have more patient experiences following stem 
cell transplant and some practical travel tips. If you wish to 
make any contributions or comments, please send them to 
me through Sophie Wintrich, address on back page.

I hope you will enjoy reading this 
Newsletter and that it will be a 
source of relevant information, 
comfort and inspiration.  

Chris Dugmore
Newsletter Editor

The 2013 EHA congress (European Haematology 
Association) will be very exciting in terms of patient advocacy 
work and patient group representation.  The EHA board 
has granted European patient groups a much increased 
presence at the June congress in Stockholm - with 21/2  
hours presentation time -triple that allotted in previous years.

In 2013 these popular sessions will be aimed at clinicians 
and researchers in haematology and will focus on 
“Communication with your patients” and “Collaboration 
in research” – in particular, discussions about clinical trial 
issues, use of social media and adherence to treatment.  
Other topics will deal with patients being qualified, 
willing and able partners in research and clinical trials, 
personalised medicine, informed consent and the ethical 
issues raised by tissue banking.

We will report back on these sessions in our July newsletter.

Patient advocacy

From the Editor



MDS and our MinDS
Philip Alexander, Counsellor & Cognitive Behaviour  Psychotherapist at King's College Hospital, 
London, writes about dealing with the psychological effects of MDS and some MDS Patients share 
their own ways of coping.

Everyone will respond to - and cope differently with - be-
ing diagnosed with a serious or potentially life-limiting 
illness like MDS. This will depend on:

 the level of support you have

 concurrent or previous life stressors or psychological 
problems

 how you normally cope with difficulties

 whether you are a pessimist or an optimist

 the meaning the illness holds for you (e.g. “I’m 
normally the strong one, but this illness has made 
me weak”). Often, you will search for meaning when 
there is none (e.g. “why has this happened to me?”).

Initial diagnosis
Being diagnosed with – and treated for – an illness like 
MDS can be traumatic. This is because the illness is 
experienced, psychologically, as threatening - to your 
normal routines and life patterns, to your relationships, 
to your beliefs, your hopes for the future and to your life 
itself.  You will go through a process of ‘psychological ad-
justment’ as you adapt your life to cope with symptoms, 
treatments and their side effects, hospital appointments 
and, potentially, a number of changes and losses.

Psychological adjustment 
This is a normal process which human beings are actually 
very good at, especially if we have support.  However, it is 
often frightening and stressful.  Emotional distress in this 
context can sometimes be quite severe but is completely 
normal and doesn’t mean that you are weak or mentally 
ill. Often, though, it can be beneficial to talk to someone 
or access other sorts of support, just as you would seek 
relief from physical symptoms. About 15% of people 
diagnosed with a serious illness such as MDS might go 
on to develop a psychological ‘disorder’, like a clinical 
depression which is severe and persistent and stops you 
functioning normally.

The fact that MDS is a rare disorder might lead to you 
feeling isolated and add to your thoughts about the 
meaning of your diagnosis. It can be difficult to grasp 
complex medical concepts, like ‘low-risk’ and ‘high-risk’, 
the possibility of MDS transforming to leukaemia in the 
future and the different treatments that may or may not 
apply to you. Even if you are deemed low-risk, you might 

find that your quality of life is impaired because of moni-
toring and treatments and uncertainty about how things 
will be in the future. 

How can you help yourself?

 Remember - emotional distress of varying kinds is 
normal and tends to ‘ebb and flow’ as you come to 
terms with your illness.

 Resources  - you can draw upon a number of 
resources for coping - helpful or ‘common sense’ 
things you have learnt over the years, or the support 
provided by friends or family. 

 Talking things through - whether it is with some-
one close to you, or with someone trained in emo-
tional wellbeing, like a counsellor, helps you to ‘pro-
cess’ and begin to make sense of your experience. 

 Control - it is important that you have access to 
both information and support so that you can make 
informed decisions and increase your sense of 
personal control. Having some coping strategies for 
managing symptoms of distress like low mood, anxi-
ety, or panic, is also very helpful. 

Philip Alexander

Aged 67, I was diagnosed with MDS following a routine 
blood test in 2011. The disease and its fateful implications 
were explained to me carefully. However, with MDS ever 
present in the back of my mind, I felt I had been given an 
unexpected opportunity. I had been given time to make 
sure that I (an expert procrastinator) finished the unfinished, 
reassessed the taken-for-granted things in life and attempted 
forgotten, though modest, goals.  

Having MDS has shown me the best side of people; I have 
learned how much friends,  relatives and acquaintances 
can care; I have been offered help and encouragement from 
members of a local MDS support group who had been perfect 
strangers a few months before; I am monitored and guided 
by a friendly, expert team of professionals at Addenbrookes 
Hospital, and offered the possibility of a cure (through a stem 
cell transplant) by a generous donor I shall never know.

Undoubtedly I should prefer not to have MDS and sometimes I 
encounter stressful situations, but, given the considerations I have 
mentioned, I think I have been luckier than some in my fate.

Vicki Wall  (MDS Patient, Cambridge)  

How MDS patients cope

I have been living with cancer in one form or another for 
eight years. You will notice I don’t use the phrase ‘fighting’ 
cancer or ‘battling’ cancer. I prefer to say ‘living with’.  
Very early on, I noticed that the usual language about 
dealing with cancer involved war metaphors - which I 
found unhelpful.  

Some of the cancer patients I have met have lived and 
some have died. I’ve heard patients say: “I am going to 
fight this thing.” Other people have told me how ‘brave’ 
I am.   Does that mean that the ones who died should 
have ‘put up a better fight, that the disease ‘won’ and 
they ‘lost’?  Do people survive because they are ‘better 
soldiers? The answer for me is emphatically NO...but, 
having rejected war metaphors, how could I find a way to 
cope that generates real and practical options? 

I am not a spiritual or religious person, so turning to those 
arenas was not a viable option for me.  I asked myself the 
questions below about what having cancer meant to me.  
This self-inquiry simply gives me a more realistic way to 
view and cope with the hideous cancer world in which I 
find myself. 

 How has cancer affected me? 

 What effect is this having on those around me?

 What will I keep from this and what will I discard? 

 Can accepting the reality of my disease provide a sort 
of sanity when the whole world and my place in it 
seem insane?

 How can I best use the power I have to choose which 
story I tell myself about the facts of my disease?

Here are some approaches I found helpful:

Acceptance
I needed to deal with all my emotions - including hard, 
sad, terrified ones. But rather than doomed attempts not 
to think about them, I try simply to acknowledge these 
feelings and move on. I try to make them the "background 
noise" and occasionally they even slip away.

Mindfulness
Whatever I am feeling at any given moment is not wrong 
or right, good or bad, helpful or harmful. It just is, and it 
will pass.  Acknowledging and accepting the feelings, no 
matter what they are, help me enormously.  

Support
For the most part, people in my life have been 
extraordinary in their support, good wishes and love but 
sometimes they say or do things I find strange, upsetting, 
unhelpful or totally alien to me. I try not to be judgemental 
about other people in my life because, although no one 
has any malice or ill wishes toward me, they are trying to 
make sense of it in their own way.

Breathing
I have also found one purely physical strategy of great 
benefit: I practise a lot of deep breathing.  Deep breathing 
creates a strong variable heart rate which is the best 
possible way for your body to deal with stress. 

I am not sharing this as a blueprint or a signpost.  I am 
offering an alternative to the metaphors of war for people 
experiencing serious illness, replacing the stark dualities 
of ‘win/lose’, ‘right/wrong’ and ‘good/ bad’ with language 
that is open and allows for more nuance. It may not work 
for everyone; we all find our own ways. These are mine.

Sally Gritten

Following a routine blood test, Gwyneth Barker was 
diagnosed with a sub-type of MDS called RAEB 
(Refractory Anæmia with Excess Blasts).  Gwyneth, 
although 73 years old, had had a successful career as 
a PE teacher and had always been very fit and active so 
being told she had an incurable disease was a severe 
psychological blow to her.  So severe that she seriously 
wanted to get the matter over with as soon as possible 
and spoke about going to ‘Dignitas’ in Switzerland.  

With the deterioration of her health and gradual failure of 
treatments, Gwyn was transfusion-dependent and feeling 
increasingly weak, breathless, nauseous, losing weight 
and generally feeling desperate, hopeless and helpless. 
Her haematologist referred her as a matter of urgency to 

a clinical psychologist who was a great help.  Although 
still not capable of coping with the demands of normal life, 
Gwyneth’s attitude became more positive and less hopeless. 
Then, following treatment with the recently-licensed 
Azacitidine, Gwyn became happier, resumed her normal 
domestic life (even pruning the roses!!) and looked forward to 
being able to help other people again and to travel.

We are grateful also for the interest, support and efforts 
of all members of the MDS Patient Support Group and 
especially to Sophie Wintrich who always has time to 
listen and give wise advice. 

Extracted from an article by John Barker writing 
about his wife, Gwyneth, who sadly died in July 2012 

The following is taken from an article by Sally Gritten called "Living with cancer, fighting the clichés" which was 
published in the online Saga magazine on 10 September 2012. Sadly, Sally died on September 24. She will be sorely 
missed by her husband, David, her family and friends.  David has kindly given permission to reprint this extract to help 
readers cope with major illness and find ways of dealing with the difficulties they face. 
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Dr Dominic Culligan
The 17th Congress of the European Haematology 
Association (EHA), Amsterdam, The Netherlands, June 2012. 

EHA is now a major feature in the haematology calendar 
and the meeting in Amsterdam was a great success.  
Whilst there are not as many key new developments 
‘unveiled’ at EHA as there are at The American Society of 
Hematology (ASH), the educational content and breadth 
of information now rivals ASH.  MDS was well represented 
at EHA.  Most of the core areas of MDS scientific and 
clinical research were covered, though for me the two 
major themes were:

 the advances in the understanding of the acquired 
genetic defects associated with MDS and

 the importance and impact of supportive care.

Acquired genetic defects in MDS
Recent rapid growth in data has identified numerous 
genetic abnormalities in MDS.  It is now possible to group 
abnormalities together in a way which reflects how they 
influence particular cell functions. 

Epigenetic changes
Certain abnormalities have been found in MDS which 
are known to influence so-called epigenetic regulation.  
Epigenetic changes affect how human cells behave.  
While the genetic code (DNA) in an individual is the same 
in every cell, the epigenetic code can be tissue- and 
cell-specific and may change over time because of aging, 
disease or environmental stimuli (e.g. nutrition, lifestyle, 
toxin exposure). Abnormalities which influence epigenetic 
change are now commonly recognised in MDS and 
certain treatments, like azacitidine, might target this group 
of abnormalities.

RNA
Similarly, abnormalities in another group of genes all affect 
the processing of vitally important messenger molecules 
called RNA (Ribonucleic acid)  which instruct the cell when 
and how to make proteins.  For example, MDS patients 
with one genetic abnormality affecting RNA processing 
were predicted to have a greater than 90% chance of 
having ring sideroblasts in their bone marrow, irrespective 
of their MDS sub- type.

The future
Studying these and other groups of abnormalities 
allows MDS doctors and scientists to analyse which 
combinations of defects produce an MDS cell and 
will hopefully allow the targeting of the most important 
abnormalities through new treatments.

Supportive care
Fatigue is the commonest symptom in patients with MDS. 
Recent data have suggested that quality of life is improved 
if haemoglobin concentration is increased to over 100g/l1 
and this very important area was reviewed at EHA.  Elderly 
cancer patients seem to benefit most if haemoglobin 
increases into the range 110-120 g/l1 and such a target, 
either through regular blood transfusions or drugs called 
ESAs (erythropoiesis stimulating agents), is associated 
with less risk of falling and better cognitive function. 

The influential ELN EUMDS2 registry trial recognised the 
vital importance of treating anaemia well for the sake 
of quality of life.  However, there is no doubt that MDS 
patients with more severe anaemia (who therefore require 
more frequent transfusions) have a poorer prognosis than 
patients who remain independent of red cell transfusions 
or who have a lower frequency of transfusions.  Iron 
overload, as measured by serum ferritin, also seems 
to have a significant effect.  The challenges for doctors 
and scientists are to further define why patients with 
transfusion dependence have a poorer prognosis than 
those without and determine, where possible, the relative 
effects of the disease and of the transfusions. They must 
also identify the effects on patients' health of treatment 
interventions such as iron chelation. The TELESTO and 
De-Iron studies will hopefully help in this regard.

1 Some hospitals measure this in g/dl
 e.g. 10 g/dl and 11-12 g/dl. 

2  European LeukaemiaNet European Union  MDS Registry 
Study. This is a prospective study which started around three 
years ago.  It registers and follows up over 1000 low-risk 
MDS patients .  Patients are recruited from many centres 
across Europe and the UK is the second largest recruiter.

Dr Dominic Culligan
Aberdeen Royal infirmary

Dr Austin Kulasekararaj 
summarises some highlights of the American Society of 
Haematology (ASH) conference, December 2012.

    MDS therapies
Improved use of existing drugs
Some of the new therapeutic strategies adopted by MDS 
clinicians include modifying or adding to currently available 
treatments for MDS, with the hope of improving the responses 
and also to maximise the convenience of administration. 

Azacitidine
The efficacy and safety of oral azacitidine in lower-risk MDS 
patients was studied and showed encouraging response 
rates and red blood cell transfusion independence. The 
most common side-effects included lowering of blood 
counts, nausea and vomiting but the medication was 
generally well-tolerated. There will soon be a multi-national 
trial to study efficacy which hopefully should be open to 
recruitment in MDS centres in the UK by summer 2013.

Decitabine
Combination of decitabine with all-trans retinoic acid 
(ATRA) showed a speedier and higher response rate 
compared with decitabine alone.

Azacitidine and lenalidomide
The German MDS group found that treating high risk 
MDS patients who had deletion of chromosome 5 using 
azacitidine followed by high dose lenalidomide was a 
feasible and a potentially effective strategy.

Tailoring drug treatment according to 
biological predictors of response 
•	 Low	levels	of	a	protein	closely	linked	with	abnormality	of	

chromosome 5 (del 5q) have been shown to correlate 
with a better response to lenalidomide and better overall 
survival in a study of MDS patients without del 5q.

•	 A	protein	which	imparts	resistance	to	cell	death	was	found	
at a higher level in patients resistant to treatment with 
azacitidine and was also correlated with shorter survival.

Newer drugs on horizon
An investigational drug (SGI110) was evaluated in a phase 
1 trial. Patients who had been heavily pre-treated with other 
drugs tolerated this treatment with some responses observed.

    Biology of MDS
•	 A	novel	gene	was	found	mutated	in	nearly	15%	of	

patients with CMML (chronic myelomonocytic leukaemia) 
and secondary AML (evolved from MDS). The mutation 
also correlated with advanced age, chromosome 7 
abnormality and imparts adverse prognosis.

•	 A	large	study	of	300	MDS	patients	showed	that	the	
presence of known mutations in MDS did not predict 
response to therapy with azacitidine or decitabine, 
although certain mutations were found to adversely 
affect prognosis after a stem cell transplant.

    Supportive care
Romiplostim
A large placebo controlled trial evaluating the efficacy of 
romiplostim in lower-risk MDS with low platelet count was 
stopped in February 2011 as initial trial analysis suggested an 
increased risk of transformation to acute myeloid leukaemia 
(AML) in romiplostim arm. Subsequent analysis of long term 
follow-up data suggests that these results were premature as 
the risks were similar between the drug and placebo arms.

Eltrombopag 
This study is still recruiting but has shown complete response 
(platelet count >100 x 109/l) in 50% of the lower-risk MDS 
patients with low platelet counts treated with this drug.  Like 
romiplostim, eltrombopag stimulates platelet production.

Deferasirox (Exjade)
This iron chelator was studied in transfusion-dependent 
lower-risk MDS patients and remarkably showed a 
transfusion independence rate of nearly 20% in patients 
on deferasirox at one year.

    Predicting outcomes to 
    treatments for MDS
•	 IPSS-R,	the	new	prognostic	classification	system	in	

MDS, is a useful predictor of overall survival amongst 
MDS patients treated with azacitidine.  However, 
there appeared to be no significant difference in the 
response rates to azacitidine between very high risk, 
high risk and intermediate risk patients. 

•	 Adult	MDS	patients	who	received	a	stem	cell	
transplant from either a matched related donor or a 
matched unrelated donor had similar outcomes (both 
disease-free and overall survival), although inferior 
outcomes were seen for MDS patients transplanted 
with unrelated donors who did not completely match.

Dr Austin Kulasekararaj
Haematology Consultant

King’s College Hospital, London

Should you want further details about any of the information mentioned in 
this article, please speak to your haematologist or clinical nurse specialist 
and show them this newsletter. You can also request our clinical trials 
Factsheet and get further information on our clinical trials web-page.
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Stem cell transplants                                     
Dr Charles Crawley, Haematology Consultant at Addenbrooke’s hospital, 
Cambridge gives an overview of how stem cell transplantation works 
as a treatment for MDS and Jayne Snell, MDS patient, writes about her 
experiences leading up to her stem cell transplant in June 2012.

How does a stem cell transplant work to 
cure myelodysplasia?

Stem cell transplantation from a suitable donor (called 
an allogeneic transplant) is considered as a treatment 
option for MDS because it has the potential to cure the 
disease.  There are essentially two reasons why a stem 
cell transplant can cure MDS when other chemotherapy 
or treatments cannot. Firstly, it is possible to give a much 
bigger dose of chemotherapy to somebody during a stem 
cell transplant than could be delivered safely without a 
transplant.  When chemotherapy is given as treatment 
for other cancers we rely on the normal bone marrow 
recovering in reasonable time to minimise the risk of 
infections.  When chemotherapy is given as part of a 
bone marrow or stem cell transplant we are not expecting 
or even wanting the person’s bone marrow to recover and 
this means that a bigger dose of chemotherapy can be 
safely given.  The bigger the dose of chemotherapy we 
can give then the greater the chance of suppressing or 
eradicating the myelodysplasia cells.

When we transplant donor stem cells we are in fact 
transplanting a new immune system. This new immune 
system as it “grows up” can recognise the person (host) 
as different and can then produce an immune reaction 
against them.  When this immune reaction is detrimental 
and targets normal organs such as the skin or liver or 
gut it is referred to as graft versus host disease (GvHD).  
However, when this new immune system recognises the 
myelodysplasia cells as being foreign it can produce an 
immune reaction against them.  This immune eradication 
of the myelodysplasia is the second and more important 
reason why stem cell transplant can cure the disease.

Why does a stem cell transplant fail to 
cure myelodysplasia?

A stem cell transplant is a risky undertaking. It is risky 
because the transplant involves giving big doses of 
chemotherapy, with or without radiotherapy.  Even these 
days with reduced intensity transplants the doses of 
chemotherapy are very suppressive on the immune 
system and people are extremely susceptible to infections 
after a stem cell transplant.  The second problem is that 
of GvHD.  In other transplant situations, such as after 
a kidney transplant, a person’s immune system may 
recognise a transplanted kidney as being “foreign” and try 
to reject it.  GvHD is best thought of the opposite of this.  
The new immune system recognises the person as being 
“foreign” and tries to reject them. This is a very dangerous 
process unless it is controlled.  The way this is controlled 
or prevented is firstly, by choosing the right donor and 
secondly, by using immune suppressive drugs to control 
the new immune system after transplant.  The difficulty 
is that too much immunosuppression leads to potentially 
dangerous infections; too little leads to an increased risk 
of GvHD.

Relapse of myelodysplasia is the second reason why 
transplants fail.  This is more likely if the myelodysplasia is 
very advanced or has high-risk features.

Transplants can be very successful but only in the right 
person, with the right donor and with the right disease.  It 
is also a very individual decision whether the risks justify 
the benefits.

Dr Charles Crawley
Consultant Haematologist and 

Bone Marrow Transplant Program Director
Addenbrooke’s Hospital, Cambridge

I am a wife, a mum of 
2 teenagers, a sister, a 
daughter and a friend 
to many people but 
when I was diagnosed in 
February 2011 with MDS 
not one of my family or 
friends had heard of it.  

We all know it very well now!  My symptoms had not been 
really noticeable and I was actually being investigated 
for another illness when the unusual blood counts were 
picked up.  Although the diagnosis was a shock, it did at 
least explain why I was often tired and went to bed early!  

I managed to live as a ‘normal’ person - enjoying 
some very activity-based holidays in Cornwall and 
Turkey.  However, in November 2011, we realised how 
my energy levels had deteriorated when I couldn’t 
get up the hill from the beach without assistance!  My 
haemoglobin was found to be 7.5 so I had my first blood 
transfusion.  I was advised by my Professor to prepare 
for a stem cell transplant later that year.  However, a bone 
marrow biopsy in January 2012 revealed excess blasts 
(abnormal immature white blood cells).  This indicated 
that the disease was progressing to leukaemia so the 
planned transplant date was brought forward.  I went 
into St James’s, Leeds, in February and had 4 weeks of 
chemotherapy to reduce my blast levels.  During this time 
I had 2 poorly days when I had a temperature of 40.2OC 
and had rigors (uncontrollable shaking) but the rest of the 
time I felt fine.  Thankfully, this treatment was successful in 

reducing my blast levels to zero.  Following recovery time 
at home, I went back to St James’s in April to do it all over 
again - just to make sure the blasts were totally eliminated.  
This time, I am glad to say I did not have one single poorly 
day.  I lost all my hair after the first lot of chemo but made 
good use of a range of pretty scarves and hats -some 
even hand-crocheted by me! 

Now (July 2012), I am in hospital - 2 days before my stem 
cell transplant!  I am currently having Campath dripped in 
through my Hickmann Line (this is a catheter placed into a 
large vein in the neck to administer medication).  So far no 
adverse reactions.

Tomorrow I will have total body irradiation and the next 
day I will be given lovely new stem cells from my 22 year 
old German male donor.  How amazing that he is the 
one that will save my life and I don’t even know him.  The 
whole process seems like a miracle.

I have been lucky to sail through everything so far and 
I do put it down to my positive attitude and the way I 
focus on my future.  I also have a lot of love and support 
from my wonderful family and friends and this helps me 
enormously.

Jayne Snell (age 42)
MDS Patient

You can read Jayne’s blog on: 
www.caringbridge.org/visit/jaynesnell

For more information on Stem Cell Transplant obtain a free copy of The Seven Steps from:
www.leukaemialymphomaresearch.org.uk or tel: 020 7504 2200

For blogs on stem cell transplant see: www.mds-in-the-family.blogspot.co.uk
about Richard Barker and his daughter Roz and also Lucy Tearle's blog: www.caringbridge.org/visit/lucytearle

Jayne writes about her MDS diagnosis and treatments leading up to her stem cell transplant in July 2012.  In the next 
issue she will update us on how the transplant went and her life post-transplant.

On Monday 24th September 2012 King’s College 
Hospital, in conjunction with Celgene UK and MDS UK, 
hosted the launch of the Life Beyond Limits photographic 
exhibition entitled ‘Facing MDS: When Every Moment 
Counts’. 

The launch event was well attended by members 
of the MDS UK committee, press associations, and 
representatives from King’s College Hospital and 
Celgene UK.

Life Beyond Limits is a public health initiative which aims 
to raise awareness of MDS and improve the standards of 
treatment for older cancer patients. MDS UK is one of 8 
advocacy groups in the international coalition of charities 
promoting the LBL campaign. 

www.mdslifebeyondlimits.org
 

As part of the campaign, King’s hosted the exhibition 
until 5th October 2012. The photos tell the story of 
MDS patients from the different countries of the coalition 
members and can be viewed on our website:

www.mdspatientsupport.org.uk

Life beyond limits

L-R Sam Pearce (General Manager, Celgene UK & Ireland), Prof 
Ghulam Mufti (Head of Haematology, King’s College Hospital/MDS 
UK Patron), Prof Rodney Taylor & Sophie Wintrich (Chairman & CE, 
MDS UK) at the launch.

M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R

6 7



Fundraising successes

2012 Virgin London Marathon
Pete Sadler raised over £500 in memory of his father, Roy 
Sadler.

Bracknell Half 
Marathon 
This year, Julie Clarke 
ran the Bracknell half 
marathon, raising an 
amazing £827.  Julie 
bravely completed the 
13 mile run despite 
horrible weather 
conditions and a calf 

injury and still managed to get round in an impressive 2 
hours and 34 minutes.

Windsor Walk - May 2012
Thanks to the great 
team of MDS patients, 
family and friends, over 
£5,000 was raised.

 
Feedback “Thank you 
so much for the first 
class organisation of 
the Walk yesterday.  

Our whole family group were most impressed with how 
smoothly it all went.  It was such a lovely day and how 
kind the weather was to us”.

Michelle Redford Great North Run 
Michelle ran a gruelling 
half marathon in 
memory of her father, 
Tony Azurdia, who died 
of complications of 
MDS in August. She 
raised over £3,000.

Alex Davies boxed her way to fundraising over 
£4,000 in a charity boxing match called “Big Night at the 
Brewery”.  She fought on behalf of a close family friend 
who has MDS.

Laura Dover cycled from Land’s End to John O’ 
Groats and has raised over £1,000 so far in memory of 
her Mum.

Cardiff Half Marathon +
Chris Ball, James Busby and Dave Whitmore have raised 
over £6,000 so far for MDS UK. Phil Malem ran the 
Warrington Half Marathon. Some other friends will be 
running a “Mile for MDS” alongside him to support his 
friend, Fiona, who has MDS.

Celgene Amsterdam marathon
Tom Mills, Kevin Loth, Alex Buerli, Emma Kaye, Bernard 
Pujol, Nadjet Benmessaoud, David Gillen, and Liam Quinn 
all completed full or half marathons and have raised a 
superb £4,000 so far.

Matt Snell
Matt Snell and friends 
sky-dived their way to 
raising almost £500 for 
MDS UK as well as 2 
other charities to support 
his Mum, Jayne, who is 
recovering from a stem 
cell transplant. 

Paul Williams and colleagues at Atkins Nuclear 
and Carillion grew “monstrous moustaches” and raised 
over £800 to support a close colleague whose wife had 
been diagnosed with MDS.

Hannah Taylor Great South Run
Hannah raised an amazing £275 running in memory of her 
grandmother, an MDS patient.

Joanne Anderson - 
Waitrose Community Matters

Committee member, 
Joanne, approached 
her local Waitrose in 
Bayswater. Under their 
Community Matters 
Project, green tokens 
are given to Waitrose 

It is impossible to list all the generous donations which are made to us - either directly or through our Virgin Money Giving 
site. We thank each and every one of you who has made an individual donation and those who have run, walked, cycled, 
boxed and even jumped out of planes (!) to raise funds for MDS UK Patient Support Group.  Here are just a few of the 
amazing successes this year:

Upcoming fundraisers
London Marathon 
April 2013 
Russell Cook
Following a diagnosis of MDS in June 2009, 
Russell endured several hundred blood and platelet 
transfusions, life threatening complications, 3 bone 
marrow transplants with attendant chemotherapy 
and radiotherapy.  

He is now recovering well and running this marathon 
as a tribute to all the wonderful medical care he has 
received and to his family, especially his son, Luke, 
who was his donor for the last transplant. Please 
sponsor Russell on his Virgin Money Giving page:
http://uk.virginmoneygiving.com/RussellCook 

Brighton Marathon
April 2013 
Melanie Crowley
Melanie is bravely running this in memory of her 
Uncle Dan (Crowley).  Dan’s family have already held 
a number of fundraising events for us and we are 
very grateful to them. Please sponsor her at:
http://uk.virginmoneygiving.com/
MelanieJayneCrowley 

Windsor Walk 
May 2013
MDS UK plan to participate in this event again as 
it is a great way to meet with other MDS patients 
and raise money.  Over 40 people (and dogs!) took 
part last year with perfect walking weather! Please 
check our MDS UK website for details of how to 
participate.

Corporate fundraising
We need your help.  Does your place of work sponsor 
charities on a regular basis, maybe monthly or even 
yearly?  Do you know of a company that sponsors 
charities?  If so please mention the MDS UK Patient 
Support Group ( Charity No 1145214).Companies such 
as Mishcon de Reya and John Lewis have already made 
generous donations.

Regional Support Groups news
Our local groups are steadily growing in numbers!
In addition to existing groups in Exeter, Oxford and Anglia/
Cambridge, other groups in 2012 included:

Essex – first meeting in Chelmsford - led by MDS patient 
Chris Dugmore

London - several joint AA and MDS meetings at King’s 
supported by nurses and AAT staff. We still need some 
volunteers to help coordinate the group.

New groups for 2013

Brighton – led by patient member Lynn Hale and 
nurses Sam Bartlett, Katie Sawford and consultant Tim 
Chevassut at the Royal Sussex County Hospital

Future groups planned and key supporters: 

Bournemouth – MDS UK treasurer Sharon Berger, Lady 
Siberry and consultant Sally Killick 

York/Leeds - with Jenny Taylor, wife of Prof John Taylor, 
Vice Chair of MDS UK

Midlands - MDS committee member Fiona Pirilla 

Cardiff - consultants Wendy Ingram and Jonathan Kell 

Kent - we need volunteer patients or family members

Dublin -consultant Helen Enright and MDS patients. 

For these groups to take off, we will need a little help – so 
if you live in those areas, please get in touch if you can 
spare a bit of time once every 3-4 months to meet and 
greet new attendees.

shoppers who use them to choose one of 3 charities to 
support that month.  This led to a cheque for £384 being 
given by Waitrose to MDS UK.

We encourage MDS UK supporters to ask their local 
Waitrose to feature us. Please check the Corporate 
Fundraising page on the website for details of how to do this.

Memorial donations
We are very grateful to families and friends of MDS patients who make generous donations in memory of their loved ones 
and to those who leave a legacy to the group in their wills. There are too many to mention individually but special thanks 
go to donations on behalf of Dan Crowley, Wally Webb, Helaine Carey, Brian Outhwaite, K F Wood and Padraic Lynch. 
Karen Lynch (Padraic’s daughter) and the Irish Meath Association have held 2 dinner dances and made a very generous 
contribution to our fundraising.
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Fatigue 
Julie Burkin, Occupational Therapist and Lead Practitioner at 
Addenbrooke’s Palliative Care Team, gives some helpful advice 
on how to manage the symptoms of fatigue.

Fatigue is very commonly experienced by people 
diagnosed with Myelodysplastic Syndromes (MDS) - 
particularly those whose red blood cells are affected.
 
What effects does fatigue have?
Physical – Overwhelming tiredness, lower energy levels, 
slower pace, feeling “sluggish", more sleep / rest needed.
Sensory – Pain due to inactive muscles. 
Cognition – Affects concentration, attention span, 
memory; feeling overloaded.
Behaviour – Avoiding going out, social activities, less 
"engaged" in workplace.
Emotions – Frustrated, irritated, mis-understood, worried 
about never feeling “normal” again. 

How is fatigue managed?
Whilst fatigue cannot be taken away entirely, there are 
strategies that can be used to help people feel more in 
control - rather than fatigue “ruling” their lives. 

Strategies
 Having information and talking about it

 Exercise

 Managing anxiety and stress

 Changing ways of doing things and conserving energy

 Balance activity, rest and sleep

 Nutritional interventions

 Restorative experiences

Exercise
Graded and regular exercise has been shown to improve 
the symptoms of fatigue. Try to find a level of activity 
/ exercise that you enjoy and can manage every day. 
Exercise can also improve your sense of well-being and  
stimulate your appetite.

Trying to manage anxiety and stress
It is normal to experience some degree of anxiety but when 
it begins to restrict your life or gives unpleasant symptoms, 
it helps to try to control it. Useful strategies are:

 Recognise what triggers your anxiety 

 Write down the things that concern you

 Try not to worry about future events, concentrate on 
the present

 Try to solve problems  - one at a time

 Talk to your health professionals 

 Learn a way of relaxing that works for you

Changing ways of doing things and conserving 
energy - the Three Ps
Planning – Consider which times of the day are best 
for you, avoid unnecessary exertion and try to spread 
activities through the week.
Pacing – Get a balance between activity and rest. It's 
better to take a little extra time to complete a task than to 
finish quickly and feel too tired to do anything else.
Prioritising – Think about the important things on which 
you want to spend your energy. 

Imagine having a jar of energy each 
day. This is topped up overnight.  
Remember not to empty the jar 
completely when you are feeling 
good – leave something in reserve.
 
Balance of activity, rest and sleep.
 Maintain a regular sleep / wake pattern

 Avoid sleeping during day

 Keep as active as possible during daytime

 Identify worries well before going to bed

 Avoid caffeine and alcohol before bedtime

 Bedroom - not too warm

Nutritional Interventions
Discuss any nutritional concerns with a healthcare 
professional. Increase appetite by:

 drinking plenty of fluids

 having smaller, manageable portions

 eating at times when your appetite is best

Restorative Experiences
Restorative experiences such as listening to relaxing 
music, taking a walk in the garden, participating in art and 
crafts are thought to help combat cognitive and emotional 
elements of fatigue and break the cycle of lethargy.

More information
 Request our Factsheet on Fatigue by calling Sophie 

on 020 733 7558

 Further articles and presentations on fatigue on our 
website: www.mdspatientsupport.org.uk

Become a member of the MDS UK Patient Support 

Membership (free and open to all)
Membership provides an opportunity for patients, family 
members and carers to help shape access to treatment; 
have a say over NHS issues; play a role in the future of 
MDS patients; lobby politicians; help influence decisions 
on health made by government.

The voice of the patient now carries substantially more 
weight than before. This greatly helps the work carried out 
by our Committee members when evaluating and, when 
necessary, challenging NICE policies and decisions on the 
evaluation and adoption of new medication.

Contact us
Phone, e-mail or visit our website for contact with other 
patients, details of patient meetings and important events, 
news articles or to order our range of Factsheets on MDS, 
Fatigue, Nutrition and Travel Insurance. Visit our online 
discussion forum for instant contact with other patients. 

Make a Donation
Leaving Money to the MDS UK
Patient Support Group
It is important to remember your friends and family when 
drawing up a Will and make sure that all loved ones are 
taken care of. Once you have done this, you may wish 
to leave a legacy to the MDS UK Patient Support Group. 
Your contribution could help us save lives and continuously 
improve the treatment and support of this disease.

Leaving a legacy to the MDS UK Patient Support Group is 
one of the greatest gifts you can give,  Please consider it 
and contact us if you would like us to send you our legacy 
information sheet.

Please call or e-mail us or download our donation forms 
from our website or contact Sophie Wintrich:
Email: mds-uk@mds-foundation.org Tel: 020 733 7558

Donations can be accepted via cheques or online via 
Virgin Money Giving:

     www.uk.virginmoneygiving.com/giving/

Please enquire with our office if you wish to organise bank 
transfers.

Visit our website at:
www.mdspatientsupport.org.uk

Our Telephone Helpline
0207 733 7558
Our phone line is as busy as ever – taking over  50 calls a 
month from patients or family members who need further 
information on MDS or seek contact with other patients or 
need practical help e.g. with travel insurance issues.  50% 
of MDS patients do not have access to the internet so 
the telephone is crucial to them.  This helpline is funded 
through the generous and much-appreciated contribution 
of one of our main sponsors – Celgene.

Update on MDS Survey
The first wave of our survey has gone out to patient 
members and hospitals. By December 2012 we had 
received 70 completed questionnaires. We are collecting 
questionnaires from both members and non -members 
all over the country. We are now waiting to get back 
questionnaires from non-members to analyse this first 
wave. Sadly, our research assistant has left so we will 
have to wait until the post is filled again to carry out the 
in-depth analysis.  

Some quotes from helpline users:
You gave me the hope I thought I had lost and have 
enabled me to get through the last week and a half 
ready for my meeting with the consultant to get my 
full diagnosis tomorrow.  Thank you also for the MDS 
pack. I have also had a look on the website and now 
feel more educated and more prepared.

I had a quick look at the online discussion forum 
which is very interesting and informative.

Thanks for all that you do - the support group is 
really valuable and you do a really worthwhile job.  
Dad tells everyone about it

It is good to know that there are increasing sources 
of information available for patients with this 
comparatively rare blood/bone marrow disorder.

Thanks for all the information you sent and especially 
for your time when I phoned.  I feel better to be 
better informed and we will take our informed minds 
to my next consultation.

I cannot say how much you helped me talking things 
through so many thanks for so much of your time 
and pointing me in the right direction. I look forward 
to more contact with you over the coming months.
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OUTLINE OF PLANNED FUTURE EVENTS 2013

MDS UK PATIENT 
SUPPORT GROUP

Committee: 
Chairman Prof. Rodney Taylor
Vice Chairman Prof. John Taylor
Treasurer Sharon Berger
Secretary Fiona Pirilla 
Fundraiser Joanne Anderson
Newsletter Chris Dugmore
Member John Bellinger
 (all the above are MDS Patients)

Chief Executive Sophie Wintrich  

Clinical Nurse Janet Hayden
Specialists Geke Ong
 (King’s College Hospital, London)

 Phyllis Paterson  
 (Addenbrooke’s Hospital, Cambridge)
 

Associates: 
Editorial Medical  Dr Dominic Culligan
Consultant (Aberdeen Royal Infirmary)

Medical Advisors  Professor Ghulam Mufti
 (King’s College Hospital, London)

 Dr Austin Kulasekararaj
 (King’s College Hospital, London)

The publication of this newsletter is supported by unrestricted grants from 
Novartis Oncology and Celgene UK Limited.

MDS UK Patient Support Group Ltd (Charity  No. 1145214 - Company Reg No. 7818480)

Haematology, Bessemer Wing, Ground Floor
King’s College Hospital, Denmark Hill, London SE5 9RS
Denmark Hill, London SE5 9RS, UK
Telephone: 020 7733 7558    Email: mds-uk@mds-foundation.org

MDS Patient and Family Forums 
 Cambridge - February 2013

 York/Leeds, Bournemouth, Cardiff - dates to be confirmed

 London - September 2013 

See website for details
Please contact Sophie Wintrich on 0207 733 7558 for reservations/enquiries

Local MDS 
Meeting Groups  
Essex, Exeter, Oxford, 
Cambridge, London
Please contact us for details.

Posters, guidelines and financial 
assistance available to start your 
own local group

Find us online
MDS Support website
www.mdspatientsupport.org.uk

MDS Foundation website 
www.mds-foundation.org

MDS UK Patient Support Group Facebook:
MDS UK Patient Support Group

MDS Foundation Facebook: 
MDS Foundation, Inc.

Patrons:  
Professor Ghulam Mufti
Lord Tariq Ahmad


